TO:

Joint Legislative Oversight Committee on Mental eeDevelopmental Disabilities, and Substance A&bBsrvices
Senator Martin Nesbitt, Co-Chair

Representative Verla Insko, Co-Chair

February 14, 2006

Senator Nesbitt, Representative Insko, and Memtidaisee Committee:

Thank you for the opportunity to offer commentsfte Legislative Oversight Committee on barriersdasumer
involvement in Consumer and Family Advisory Comeett (CFAC) and challenges faced by members of the
committees. In preparing these comments, | dremprown experience and that of CFAC members arthedtate
who were willing to give their input. All are nogpresented. The barriers and challenges areuaodfin all committees.
Likewise, some CFAC's are already doing the thithgs the recommendations lay out. | hope, howetet,these
comments will assist you in your discussions altleetmanagement capacity needed to support succ€ssfsumer and
Family Advisory Committees.

Successes described by CFAC members:

1. Involvement in grant writing to support prograntiaiives not funded by the Division or Medicaid

2. Inputinto the review process for RFP’s submittggloviders

3. Creation of a consumer ID card program, makingtifleation cards available free to any consumethin LME
catchment area; cards include information aboweds, medications, emergency contacts, etc.; logadgtr
emergency situations where documentation is needethen a person can’'t communicate due to illnessjory

4. Planning for new programs — example given - Peep8u initiatives

5. Planning for new programs — example given - JaieBsion; CFAC participation in interviews with thelges
and attorneys who would have a crucial role inpgtagram’s success

6. CFAC subcommittees created to address a spedfie jigor example, one community’s concern abohbatage
of qualified home assistants and out-of-home aatwifor families with developmentally disabled niers

7. Ongoing process of fine-tuning the ByLaws and Sufoittee structure to provide direction and focuthi®
members.

8. Issue-based subcommittees that combine their effdth other community agencies/committies to insee
efficiency, eliminate duplication, and promote ursi@nding in the community.

9. Development of a Mystery Shopper program to agsisME monitoring of providers.

10. Holding public forums and town hall meetings durivigntal Health Month (May) and Mental lliness Awagess
Week (October)

Comments on barriers to involvement and challefge=d by the CFAC:

1. FIRST, A GENERAL STATEMENT: The premise and formatof Consumer and Family Advisory
Committees in response to Mental Health Reformdlagon in North Carolina is to be commended.s &mn
unprecedented step toward valuing the role of cmessi and families in treatment, recovery, and rigitetion.
The idea is still relatively new and requires dtshimindset that will not happen overnight. Wavk a big ship
to turn around with resources that seem to becoore starce every day. That said, the creatiohe@FAC, a
formalized local and state committee which is repreative of disabilities, age, race, and geograjplcations,
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has set the stage for a formalized voice in dingcsiervices in North Carolina. The challengesaaiay and the
road so far has been bumpy and uneven. What déenassimple and obvious idea is not so simple to
implement. We are, however, learning from theyeuistakes and misdirections and | am confidenit tha
meaningful consumer and family involvement will eiugally become the norm.

The LME needs a better outline of roles and fumstj@s well as clearer guidance in how to supperQFAC
and allow the valuable input that these consumerfamily representatives bring to the table. Whate
guidelines were written when this process stargfihement and update is needed. The Advocacy astb@er
Service section did not even exist when many CFAse forming. With little initial guidance, andded with
the task of writing a local business plan, whioh @FAC was supposed to help write, and then ready sand
evaluate, each LME created a CFAC that was likeflection of its current management style. linse to
revisit the structure and role of these committees.

Consumers have been accustomed to seeing othersatithg for them, when what they really need igsupto
be encouraged to come forward and use their owgesdb shape policy.

There is the perception that the CFAC is not gitvenpower and respect it deserves at either the bMEBe
Division level.

Some Area Programs did not want the CFAC in tist filace. Some Area Directors felt that there vedneady
enough boards, advisory groups, and committeesufificient input.

An LME with a proactive, progressive managemenestycreases the likelihood that the CFAC will be
recognized as a credible voice and will be succegsits work. Not every Area Program/LME is vied/as
being progressive.

Getting consumer representation from the substabase area and from the child mental health/substalbuse
area is very challenging due to the nature of tiésabilities on top of the all the other respoilisies that
parents face.

In parts of the state where the LME covers largegggphical areas, transportation and excessives taleavel
to meetings inhibits the success of, as well asapeesentation on, the CFAC.

Some committees are too LME driven and do not takehallenges as a group. They are led by the BRtE
learn from them, rather than the other way aroufigey do little advising.

Consumers do not know about the CFAC. The medsags getting out in a meaningful way to the peopho
need to know that this opportunity exists.

There has been resistance to requests for reimbargdor gas or other expenses, with statementsiea
Division was not providing funds to support the CFaAnd there weren't funds in the local budget liis t
expenditure.

Stigma is a barrier to membership recruitment;resperson put it, “When you are on the CFAC, yooueof
the closet.”

In order for the CFAC to adequately represent theegal population we must be known and be accessilthe
local level. We have discussed this often andmeoreally has any reasonable means as to howdlvedsis.
We need help in becoming less verbal and moreracti@nted. In other words we are all talk andantion.
We, too, need recommendations.

Meeting schedules are always a challenge.

Members are often people who are doing other thiaelgéed to mh/dd/sa issues, so you get peopleandno
already busy.

A CFAC is a group of ordinary citizens, many of wilhoome without extensive knowledge about how thigeen
system works. Members may have a good undersiguodiione disability area but know absolutely nogh@bout
another.

The CFAC process has the expectation of executivelfunctioning from a group of citizen-advisoreavmay
have the passion but not the management skills.

The lingo and acronyms found in documents are ataahchallenge.

People don't understand the finances — where thegnoomes from and how it is used.

Members often don’t understand the degree to whddiics can drive decisions.



Recommendations for a more effective CFAC:

1. Require (in the words of a member who sent commntertte included in this document) that the CFACehav
more meaningful role in the LME. It seems the LWMESst be convinced of the validity and importancéhef
CFAC. People are still asking “When are you gdimgtart listening to us?”

2. Develop a better outline for the LME of roles anddtions, as well as clearer guidance in how t@sttghe
CFAC.

3. Assess the number of LME citizen committees, bgaedk forces, etc., whether state mandated oliyoca
created. Review their mission and purpose. Ietbaplication? Is the need still current? Caylaa
disbanded? Members of other committees may fittheria for the CFAC or one of its subcommitte&s/ery
committee requires staff time, which eventuallydrees the justification for opposing the formatidramew
committee.

4. Staff the CFAC with a competent, professional, datdid LME liason who believes in the committee'lsiga
This person must communicate energy, enthusiaspneajation for the committee members’ involvemenigl a
can-do attitude. The staff to the committee pkgggnificant role in driving the administrativeesks. CFAC
members are ordinary citizens who have the pagsibnot necessarily the executive skills.

5. Inform the communities served by the LME about@C. One-time notices, one-time public meetirzysl
one-time distribution of brochures are not enoughe process is a continuous one that requiresrietiag
plan. Whose responsibility is it?

6. Monitor potential conflicts of interest when redinng for the committee. Language about who musitrbthe
committee might also need to specify who shouldogobn the committee.

7. Make the original CFAC documents about the stragtpurpose, and organization of the committee dhiee
agenda. Revisit the Bylaws regularly. The authiariven to the CFAC through legislation must belained
and discussed frequently. It must be woven intowtbrk of the committee so that members underdfaatcheir
opinions matter.

8. Make CFAC information available, and current, oa tounty and/or LME website. It must be easyrnd.fit
can serve as an advertisement for the committe@f#@dnews about the committee’s work. If the G@FAas a
newsletter, post it online. The Area Programs/LMEave not fully institutionalized the Interneteatol, yet it
has become the first place that millions of ouzeits, especially if they are under 35, go fifEhe Internet also
helps make an organization more transparent, wdoate view as a good thing and others do not.

9. Give CFAC members training in navigating the Diersiwebsite and other state or non-profit webshas have
educational value. Provide computers with Inteomginections at the meetings. Members may not kabat is
on the Division website, what the documents meath@connection between that information and the
committee’s work.

10. Examine the process by which a CFAC does its w(ICFAC may give advice, then tasks are delegated t
staff. The CFAC may do the work along with thdfstaOr the CFAC may take on a project and ddredl work.
Feeling ownership of a project is important to aonser involvement, whether it comes from workinghe
planning process or from direct involvement in ierpkntation. Additionally, community stakeholdeegd to
see consumer involvement in a program to fully geéze its importance.

11. Create CFAC subcommittees that are issue-relateide the chair the flexibility to add non-CFAC mieens as a
resource or collaborate with other community groopshe issue. Subcommittees can be standinmer t
limited.

12. Provide and encourage networking opportunitie<CieAC members. The CFAC regional meetings have been
valuable and worthwhile. Find additional ways fieembers to see how the CFAC operates in other,areas
including attending CFAC meetings to get a firstdhdook at committee dynamics and meeting styles.

13. Create business cards for CFAC members to usaetsvarking and marketing tool, in addition to CFAC
brochures. Train committee members to find oppities engage in conversations about the CFAC asd p
along the brochure and contact information.



14. Educate local government staff and elected officiddout the CFAC. In areas where mental healtlicesrhave
operated in a somewhat isolated fashion relativattier areas of local government, it is importantthose

people to see us in a more normalized way.
15. Recognize volunteers (and the number of volunteard) for their contributions.
16. Anticipate that the current CFAC model may needsien as the state moves toward fewer and largeE'’'sM

Respectfully submitted,
Carol Matthieu, Vice Chair
Rockingham County Consumer and Family Advisory Caitee



